What Is the Purpose of this Study/Review?
• The Partnering with People with Developmental Disabilities to Address Violence project is a collaboration between academic researchers and leaders with developmental disabilities at two sites, one in Montana and the other in Portland, Oregon. We used a community-based participatory research approach to study the relationship between health, disability, and interpersonal violence in people with developmental disabilities. In addition to analyzing these relationships in the main study, we also examined how we:
• Developed, adapted, and pilot tested the survey measures and study materials so that they could be validly used with adults with developmental disabilities; and
• Worked together to successfully include people with developmental disabilities as equal partners in all parts of the research process.
• This brief focuses on our measurement adaptation and collaboration aims.
What Is the Problem?
• People with developmental disabilities are often not included as participants in research because of a number of ethical and practical challenges.
• Quantitative measures (surveys) are often inaccessible to people with developmental disabilities. Surveys that are valid in the general population may not be valid in the developmental disability population. Further, researchers often lack strategies for how to make surveys and other study materials accessible and valid for people with developmental disabilities.
• Community-based participatory research is known to be an effective way of addressing similar issues in other populations, such as people from racial or ethnic minority backgrounds. However, community-based participatory research has rarely been used with people with developmental disabilities. What Are the Findings?
Progress in Community Health
• Attention to structure, communication, and process is necessary to balance power between academic researchers and community members.
• In-person meetings provided a common ground for communication.
• Communication accommodations included using accessible language, providing American Sign Language (ASL) interpreters, describing images, and reading written materials out loud.
• Other effective accessibility guidelines included respecting each other's needs, making materials available before meetings and holding pre-meetings to go over materials, providing summaries of actions and decisions before and after meetings, establishing a formal decision-making process, providing sensory objects, providing stipends for participating in meetings, reimbursing for transportation, inviting personal assistants to attend meetings, and implementing continuous check-ins and improvements.
• Our measurement adaptation process was done by:
• Collaboratively choosing surveys that would need the least amount of adapting and then splitting them up between the two sites (Montana and Oregon) for the main adaptation work;
• Having a smaller group of self-advocates and academic researchers at Site One fix more obvious issues;
• Working on the adaptation as a larger group at Site One;
• Passing the adapted measure to the larger group at Site Two for a final check; and
• Having the principal investigators make a final decision regarding any differences in adaptation recommendations by the two sites.
• Adaptation guidelines we used were:
• Only change something if it is not understandable;
• Do not change the meaning of anything; and
• Do not remove questions or add questions.
• Adaptation strategies we used were to:
• Make language more simple;
• Make language more specific;
• Use "hot link" boxes to definitions or examples where it was not possible to simplify or specify language while still keeping its original meaning; and
• Use pictures to illustrate difficult ideas and response options (e.g., smiley faces to indicate a scale from "not at all bothered or upset" to "extremely bothered or upset"). Use of this strategy enabled us to keep all of the original response formats.
• We used a collaborative process to create and adapt our other study materials, such as consent forms and recruitment fliers.
• People with intellectual disabilities and people on the autism spectrum may have conflicting accessibility needs around language. Compromises need to be found to adapt language to be both simple and specific for surveys to be used by both populations.
• People with a wide range of developmental disabilities were able to correctly paraphrase the meanings of our adapted surveys, and found the pictures were helpful. Those who were shown the original and adapted items either preferred the adapted version or felt they were both equally easy to understand.
• Our adapted health measures for depression, posttraumatic stress disorder, social support, and physical health symptoms had similarly high reliability when used in our population of people with developmental disabilities as the original measures when used in the general population. There was no difference in reliability between participants who identified as having a cognitive disability and those who identified as being on the autism spectrum. Our adapted measure for perceived stress did not have high reliability; this may be in part because it is a four-item survey.
